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Results




To gain a deeper understanding of parent’s, who have a 
child with DS, personal experiences with their child’s 
PPHCPs.
Conclusion
§ Parents are often dissatisfied with health care provider 
interactions at the time of their child’s initial diagnosis 
with Down Syndrome (DS)
§ Literature is lacking in describing parental experiences, 
beyond the initial diagnosis, with primary pediatric 
health care providers (PPHCPs), as their child ages.
§ Health supervision guidelines for children with DS 
clearly state the PPHCPs need to counsel parents of 
children with DS throughout pediatric care. 
§ Guidelines lack specific information on communication 
techniques, or parental experiences
§ Qualitative inquiry, descriptive phenomenological 
methodology
§ 10  parents with a school-aged child with DS between 6 
to 11 years of age, self-identified as the child’s primary 
care taker
§ Recorded, semi-structured interviews, transcribed
§ NVivo software used to organize and analyze these data
§ Colaizzi’s (1978) method used to identify themes that 
describe the phenomenon.
“She is not a textbook case of 
Down syndrome. There is no 
textbook case of Down 
Syndrome.”




inclusion, but for 
medical things, I 
don't necessarily 
want that. I don't 





“Well, she really takes the time 
to explain everything, very 
simple, to me and to X…She’s 
really good…we work 
together…”
“I think that what is most helpful to me is when 
he acknowledges that I might know things 
about Down syndrome that he doesn’t…He’s 
willing to hear what I have to say…”
“One of the things I’ve found is a lot of 
parents with like-minded children have to 
share information because a lot of people in 
medical fields, unless they deal with Down 
syndrome all the time, just don’t know…I 
think I just accept it.” 
“Don’t limit the 
kids. Expect 
everything from 
them. Don’t think, 
“Oh, this kid has 
Down syndrome, 
so he’ll be fine.” I 
know he’ll be fine, 
but I want him to 
be great. Don’t 
minimize them. 
Don’t minimize 
your patients with 
Down syndrome, 
or any other 
disability.”
“I appreciate that the pediatrician 
says,” Oh, maybe when you're bigger, 
you can be a doctor.” Nobody’s 
telling her no that she can’t do that… 
you can’t see what these kids will be 
able to do.”
§ Insight on communication and interactions
§ Parental needs are an important consideration in 
this setting
§ Parents are advocates for their children with 
Down Syndrome
§ PPHCPs interactions with parents on condition-
specific health education and anticipatory 
guidance can direct relationship-based care 
necessary to optimize outcomes of the child with 
DS 
1. Future studies 
2. Further training in healthcare education 
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